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EXECUTIVE SUMMARY

When the parents of children with developmental disabilities rely on Medicaid
waiver programs for home- and community-based services (HCBS), they may have less
control over those services than they would like. If parents, rather than case managers,
could allocate the resources for their child’s assistance, supplies, and equipment, they
might be better able to meet the child’s needs and be more satisfied with the child’'s
care and quality of life. This study of Florida’s Cash and Counseling demonstration
program, Consumer Directed Care (CDC), compares children’s use of services and
quality of care under traditional versus consumer-directed approaches to Medicaid
HCBS.

A Randomized Design and Comprehensive Surveys Provide Definitive
Results

Demonstration enrollment, which occurred between June 2000 and August 2001,
was open to children who were 3-17 years old and participating in Florida’s
Developmental Services waiver program. After their parents completed a baseline
interview, the 1,002 children enrolled in the demonstration were randomly assigned to
participate in CDC (the treatment group) or to receive waiver services as usual (the
control group). Parents of treatment group children had the opportunity to receive a
monthly allowance roughly equal to the expected Medicaid expenditures for the waiver
services for which the child was eligible. Parents could use the allowance to hire their
choice of caregivers and to buy other services and goods to meet their child’s care
needs. Program consultants and fiscal agents were available to help parents manage
these responsibilities.

Service-use and quality indicators were drawn from computer-assisted telephone
interviews. Nine months after baseline, we asked treatment and control group parents
factual questions about their child’s use of paid and unpaid personal care services
(PCS), disability-related health problems, and adverse events. We also elicited
opinions about: (1) parents’ satisfaction with their child’s care and quality of life, (2) the
child’s unmet needs for PCS and care supplies, (3) the child’s general health status, (4)
whether parents felt knowledgeable about caring for their child, and (5) how much
difficulty their child had in performing daily activities. We used logistic regression
models to estimate the program’s effects on all these outcomes (except hours of care),
while controlling for a comprehensive set of baseline characteristics.
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Parents Altered Service Use, Reported Higher Satisfaction with
Children’s Care and Lives

Compared with children in Florida’s usual HCBS waiver program, children whose
parents directed their services were more likely to receive PCS from someone who was
paid to help them, and their parents were happier with their care and well-being. These
treatment group children received more hours of paid PCS, but fewer hours of unpaid
PCS, than did control group children. Parents of treatment group children were less
likely than their counterparts in the control group to say their child had unmet needs for
PCS and care supplies, and they were much more satisfied with their child’s overall
care arrangements and with the way paid caregivers performed their jobs. Moreover,
children in the treatment group were less likely than children in the control group to
experience certain disability-related health problems.

CDC clearly benefited children and their parents during our follow-up period, even
when we accounted for the treatment group’s higher ratio of actual to expected waiver
costs (as assessed in a companion analysis). From a consumer satisfaction standpoint,
Florida and other states have compelling reasons to offer programs like CDC to families
with children who have developmental disabilities.
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INTRODUCTION

Although the parents of a child with severe developmental disabilities have primary
responsibility for the child's health and welfare, some parents must also rely on publicly
funded "supportive services" to meet the child's needs. Medicaid home- and community-
based services (HCBS) waiver programs typically offer eligible children a wide range of
supportive services, such as personal care, consumable supplies, professional
therapies, and caregiver respite. However, case managers decide which services a
particular child needs, while states select the providers or vendors who supply them.
This system leaves some parents wanting more control over their child's supportive
services. Given the opportunity, they might choose different caregivers or different
service combinations. If parents were able to make and implement such choices, they
might become more satisfied with their child's care and quality of life, without any
increase in public costs (Mahoney et al. 2000; and Simon-Rusinowitz et al. 1998).

Some states are giving interested parents more of the control they seek through
"consumer-directed" supportive services programs. Under Cash and Counseling, an
innovative example of consumer direction, parents work within a given budget to decide
which services will best meet their child's needs and arrange for their purchase. Critics
of consumer direction fear that, without the case management and professional
oversight that HCBS waiver programs are expected to provide, parents might be unable
or unwilling to arrange services of sufficient quality and quantity (Benjamin et al. 2000).

The evaluation of Cash and Counseling is the first to use a randomized design to
compare service use and quality under traditional versus consumer-directed
approaches to Medicaid supportive services. As part of the evaluation, this paper
presents results for the children and parents who participated in Florida's Cash and
Counseling demonstration program, Consumer Directed Care (CDC).



BACKGROUND

A New Model of Medicaid Supportive Services

About 1.4 million people receive supportive services in their homes through state
Medicaid plans or through HCBS waiver programs (Harrington and Kitchener 2003).
Rather than requiring beneficiaries and their families to rely on home care agencies for
their services, states are increasingly offering them opportunities to obtain services
directly from individual providers (Velgouse and Dize 2000). This alternative has
become known as "consumer-directed care," because beneficiaries who use individual
providers assume the employer's role of hiring, managing, and possibly terminating their
paid caregivers (Eustis 2000). There were an estimated 139 publicly funded consumer-
directed programs in the United States in 1999. About a third of the programs served
children with physical or developmental disabilities (Flanagan 2001).

Cash and Counseling expands upon some other models of consumer-directed
care in that it lets consumers do more than choose their paid providers.® It offers a
flexible monthly allowance that consumers may use to hire providers and to purchase
the other services and goods they need (within state guidelines). Parents manage the
allowance for consumers younger than 18. Adult consumers can designate a
representative (such as a family caregiver) to make, or help make, decisions about their
care. In addition, Cash and Counseling offers counseling and fiscal services to help
consumers and representatives plan for and manage their responsibilities. These tenets
of Cash and Counseling--a flexible allowance, availability of counseling and fiscal
services, and use of representatives--are meant to make consumer direction adaptable
to Medicaid beneficiaries of all ages and abilities.

Cash and Counseling demonstrations, all of them voluntary, have been
implemented in Arkansas, Florida, and New Jersey. The Robert Wood Johnson
Foundation and the Office of the Assistant Secretary for Planning and Evaluation of the
U.S. Department of Health and Human Services funded the demonstrations. The
Centers for Medicare & Medicaid Services administered the Section 1115 waivers under
which they operated.

Because their Medicaid programs and political environments differed considerably
from each other's, the three demonstration states were not required to implement a
standardized intervention, but they did have to adhere to the basic Cash and
Counseling tenets. Arkansas and New Jersey designed their demonstration programs
for adults and gave participants an allowance for their Medicaid personal care services
(PCS). By contrast, Florida designed its demonstration program for both adults and

! Although Cash and Counseling stood out among earlier, more limited models of consumer direction when it was
implemented (from 1996 to 1999), it is becoming more common. In the coming months, as many as 10 states will
receive grants to implement Cash and Counseling programs. The organizations that provided funding and waivers
for the original demonstrations also will do so for the new programs (see above).



children, and based allowances on a variety of HCBS waiver benefits. In light of such
differences, Mathematica Policy Research, Inc. (MPR) is evaluating the demonstration
programs separately. (We examine the experiences of Florida adults in a companion
analysis by Carlson et al. 2004.)

Cash and Counseling for Florida Children

Florida implemented CDC to promote the independence of people with disabilities,
to offer services that would better meet families’ needs, and to encourage the prudent
use of public resources. Parents who patrticipated in early focus groups conducted to aid
the design of CDC said they wanted to participate in a program that would give them
decision-making power, flexibility, and privacy; allow them to choose caregivers whom
they trusted and their child liked; and enable them to obtain respite for themselves
without unduly impinging on others (Zacharias 1998; and Simon-Rusinowitz et al. 1998).

The demonstration was open to children aged 3-17 who were enrolled in the
state's home- and community-based Developmental Services (DS) waiver program. To
be thus enrolled, these children required the level of care that is furnished in Florida's
intermediate care facilities for people with developmental disabilities. For example,
children had to have mental retardation, autism, spina bifida, cerebral palsy, or Prader-
Willi syndrome (listed in descending order of prevalence in the United States
population). They also had to have severe limitations in at least three of the following:
self-care, understanding and use of language, learning, mobility or self-direction, and
capacity for independent living (Florida Medicaid Program 2000). In order to evaluate
rigorously the impacts of Florida's CDC program relative to the usual DS waiver
program, MPR randomly assigned half of all interested and eligible applicants to the
demonstration's treatment group (to participate in CDC) and half to its control group (to
continue receiving their DS waiver benefits).

At the time of random assignment, children who enrolled in the demonstration had
been receiving a wide variety of benefits through the DS waiver. For example, children
with spina bifida may have received supplies to care for incontinence and pressure
sores, whereas children with autism may have received behavior therapy to prevent
self-injury. Overall, the most commonly used benefits were support coordination (used
by 99 percent of children), supplies and equipment (71 percent), and PCS (53 percent),
according to preenrollment Medicaid claims. Children also received benefits such as
environmental modifications (6 percent), professional services and therapies (3
percent), private-duty nursing (1 percent), and transportation (0.5 percent).

When parents (or legal guardians) were deciding whether to enroll their child in the
demonstration, CDC staff told them what the child's monthly allowance would be if he or
she were to be randomly assigned to the treatment group. Allowances were based on
the expected costs of benefits in children's waiver "support plans,” and they were
discounted to reflect historic differences between the expected and actual costs of DS
waiver services. (Support plans specify the types and amounts of services that children



are eligible to receive through the DS waiver program. They are prepared by "support
coordinators," who serve as case managers in that program.?) At the time of random
assignment, the average allowance was $1,164 per month, or $269 per week, after
discounting.®

The enrollment and random assignment of children began in June 2000 and
continued until the evaluation target of 1,000 children was met, in August 2001.* MPR
conducted a baseline telephone interview with one parent of each enrolled child and
then randomly assigned each child to the treatment or the control group. After random
assignment, the experiences of treatment and control group children diverged. While
control group children continued to receive DS waiver benefits, the parents of treatment
group children were contacted by CDC consultants about starting on the allowance.
(Florida used the term "consulting” rather than "counseling” in its demonstration.)

With assistance from consultants, the parent acting as the enrolled child's CDC
representative developed and implemented a written plan for using the child's monthly
allowance. As long as parents used the allowance to purchase services or goods that
met their child's needs for home or community support, they were not restricted to state-
selected suppliers or to Medicaid-covered benefits. Parents thus had the flexibility to
purchase experimental therapies if they wished, and they could pay themselves or other
relatives for caregiving.

Parents could call on program consultants for advice about recruiting caregivers,
arranging backup assistance, and similar matters. (Unlike support coordinators in the
DS waiver program, CDC consultants would not be expected to coordinate and access
goods and services on behalf of families. Thus consultants bore less responsibility than
coordinators for decisions about children's care.) In addition, consultants monitored
satisfaction, safety, and use of funds through monthly telephone calls and periodic
home visits. At least once annually, CDC consultants reassessed children's needs for
HBCS and could recommend adjustments in children's monthly allowances. (Similarly,
in the DS waiver program, support coordinators conducted reassessments and could
recommend changes to children's benefits.) CDC consulting services were provided at
no direct cost to families.

Finally, parents chose between two levels of fiscal services. In the more
comprehensive level, CDC fiscal agents maintained families' program-related accounts,
withheld paid caregivers' payroll taxes, filed payroll tax returns, and wrote checks for

% Table A.1 provides a complete list of Florida's DS waiver benefits. If any of these benefits, with the exception of
support coordination, were in a child's waiver support plan, they would be “cashed out" under CDC. Florida used the
funds it would have spent on support coordination to pay for CDC consulting services.

® See Phillips and Schneider (2004) for a detailed description of program operations.

* Florida enrolled 1,002 children into its Cash and Counseling demonstration, or 34 percent of the 3,000 children it
estimated were eligible to participate. Children continued to enroll and be randomly assigned after August 2001, but
they were not included in the evaluation. Instead, random assignment continued so that Florida could compare the
costs of those in the program to a comparison group over a longer time period in order to meet federal requirements
that CDC be budget neutral.



wages and other purchases. Parents were charged $5 per check, up to a $25 monthly
maximum. Alternatively, parents who preferred to maintain their own accounts and
handle payroll, taxes, and checking activities themselves could do so if they passed a
skills examination. In these cases, CDC fiscal agents performed monthly "desk reviews"

of participating families' program-related records. Families paid $10 a month for desk
reviews.



EXPECTED PROGRAM EFFECTS

It was intended that, by giving parents control over the budget for their child's
Medicaid waiver benefits, CDC would produce changes in the types, amounts, and
providers of goods and services that families used (Figure 1). These changes, in turn,
were expected to reduce children's unmet needs, improve parents' satisfaction, and
enhance children's quality of life, without compromising children's health and safety or
increasing public costs.

Previous Research

We are not aware of any previous studies that used random assignment to
investigate the effect of consumer direction on the use of supportive services by
children with developmental disabilities. However, in an evaluation of a cash assistance
program in the Netherlands, researchers found that adult treatment group members
used more hours of services than did control group members. The difference arose
because the services that treatments bought in the private market cost less than the
services that controls received from agencies (Miltenburg et al. 1996). In studying the
types of caregivers hired by self-directing consumers, some researchers have found
that consumers hire family and friends to replace other paid workers (for example,
Benjamin and Matthias 2001; Grana and Yamashiro 1987; and Osterle 1994). Others
have found that consumers hire mostly workers who are not family or friends (for
example, Cameron and Firman 1995).

The Arkansas Cash and Counseling demonstration program, IndependentChoices,
had two major effects on use of Medicaid PCS by adults with physical dependencies.
First, it seemed to improve access to paid PCS, in part by reducing the proportion of
beneficiaries who, for various reasons, were not receiving the services for which they
gualified (Dale et al. 2003). Second, IndependentChoices seemed to affect the way
nonelderly adults met their personal care needs. Self-directing nonelderly adults were
more likely than their counterparts in the traditional program to receive assistance with
various activities, such as eating, bathing, and transportation. They also were more
likely than their counterparts in the traditional program to have purchased assistive
equipment. At the same time, self-directing consumers received fewer unpaid and fewer
total hours of assistance from caregivers, on average, than did their counterparts.

In addition to affecting Arkansas consumers' use of PCS, IndependentChoices
produced many of the intended effects on consumers' well-being (Foster et al. 2003).
Compared with their counterparts in the traditional program, IndependentChoices
consumers were much more satisfied with the timing and reliability of their services, less
likely to feel neglected or rudely treated by paid caregivers, and more satisfied with the
way paid caregivers performed their tasks. The Arkansas program also seemed to
reduce some unmet needs for PCS and greatly enhanced consumers' satisfaction with
the way they were spending their lives. Furthermore, self-directing consumers were no



more likely than control group members to experience adverse events such as falls,
infections, pressure sores, or contractures, despite the absence of agency oversight.

Hypotheses About Service Use

Previous research suggests that CDC is likely to affect at least some dimensions
of children's service use. We expect that, like IndependentChoices, CDC will increase
the proportion of children receiving PCS from paid caregivers. In the DS waiver
program, some parents may do without paid caregivers because their child does not
adapt well to strangers, because Medicaid-certified caregivers can be scarce in rural
areas or in strong labor markets, or because the child's support plan does not include
caregiver assistance. By contrast, we hypothesize that parents' having the freedom to
choose and hire caregivers under CDC will be evident in a relatively large proportion of
treatment group children receiving PCS from paid caregivers at followup. Among
children who already were receiving PCS from paid caregivers when they enrolled in the
demonstration, CDC might not affect the likelihood of their receiving paid assistance,
but it might well affect the number and type of paid caregivers they have (for example,
family members versus agency workers, or live-in versus visiting caregivers).

It is less clear how CDC might affect other service-use outcomes, such as the
amounts of paid and unpaid care children receive, and their use of supplies, equipment,
and environmental modifications. If treatment group parents use their child's allowance
to purchase equipment or home modifications, it could reduce the child's need for
assistance from caregivers. On the other hand, treatment group parents could, for the
express purpose of buying more assistance from caregivers, purchase less equipment
or fewer supplies than the child received under the DS waiver. Alternatively, if treatment
group parents use the allowance to compensate family and friends for respite care they
had provided free, then we might observe a shift between unpaid and paid care hours,
but no difference in total hours.

Hypotheses About Care Quality

The literature on the service needs of children with disabilities suggests that
consumer direction could be a boon or a detriment to the quality of care they receive.
On the one hand, parents of children with developmental disabilities are "known to be
good observers of their children and to provide valid assessments of their abilities..."
(Krahn et al. 1990). Thus, merely having to cede some control over their child's care to
support coordinators may undercut parents' satisfaction with that care (Chomicki and
Wilgosh 1992). Under CDC, parents' increased feelings of control could improve their
perceptions of care quality. On the other hand, children with developmental disabilities
often require services from several types of providers (Sloper and Turner 1992). If
parents are less able than support coordinators to arrange for a complex array of
services, they may find it overly burdensome to assume greater responsibility for



meeting their child's needs, and their satisfaction would then diminish. Worse, if parents
are unable to find competent caregivers, their child's health could deteriorate.

Individual family circumstances also could affect the way parents and children
experience consumer direction. For example, single parents might find managing all
their child's care to be too much additional responsibility, while married parents might
have problems dividing the increased workload. Family dynamics, as well as parental
satisfaction with the program, could suffer if the siblings of participating children feel
neglected when their parents begin managing their brother's or sister's care, or if
siblings resent being called upon to provide care, or more care, themselves.
Conversely, the program might enable parents to spend more time with their other
children, thereby improving the quality of family life as a whole. Moreover, being able to
hire family and friends, rather than rely on agency staff, could be a great relief for
parents and a valuable comfort for their children.

Hypotheses About Subgroup Effects

It is possible that program effects will differ, in magnitude or even direction, for
certain subgroups of children. In particular, we hypothesize that differences may arise
depending on whether children:

e Were receiving PCS from publicly funded caregivers at baseline.

e Were younger than 12 years at baseline.

e Had an unmet need for personal care at baseline.

e Were eligible for a relatively generous CDC allowance at baseline.

The distinction between children who were and were not receiving PCS from
publicly funded caregivers at baseline is of particular interest in our evaluation of service
use.® As noted, a child's waiver support plan would not have included paid PCS unless
a support coordinator recommended them. Even if a child's support plan did include
paid PCS, some parents may have been unable or unwilling to use them, given
available providers. As noted, we expect that more treatment group than control group
children will be using paid PCS at followup. If this difference exists within the subset of
children who were not receiving those services at baseline, it would suggest that the
CDC program enabled some parents to obtain PCS that they would have been unable
to obtain (or unwilling to accept) if they had not been allowed to manage their child's
waiver benefits.

> This subgroup indicator is derived from a baseline survey question that asked whether children received help with
personal care, routine health care, doing things around the house, or transportation from someone who was paid by
Medicaid or some other public program.



We examine program effects by children's age group (pre-teens and teens versus
others) simply because children's needs change as they mature, and because parents'
ability to meet those needs to their satisfaction may well differ as their child ages. To
explore whether CDC worked well for children who had unmet needs or high levels of
need at baseline, we examined effects for subgroups defined by whether parents said
their child needed more help with personal care at baseline, and whether the child was
eligible for a relatively generous CDC allowance (assuming that large allowances reflect
high needs).®

FIGURE 1. Model of the Expected Effects of Consumer Directed Care on Service Use
and Care Quality

Child randomly assigned
to Consumer Directed
Care program

iy

Control over Developmental Services
waiver benefits shifts from support
coordinator to child’s parents

Effects on Use of Services and Goods

Parents change aspects of child’s services
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-Types

-Amounts

-Providers
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Parents decide what goods to buy, from
whom, at what price
-Consumable care supplies
-Assistive devices
-Home and vehicle modifications

Whether received PCS
from publicly funded
caregivers at baseline®

Effects on Quality-Related Outcomes

Reduces child’s unmet needs for:
-Help with personal care
-Help with routine health care
-Help doing things around the house
-Consumable care supplies

Increases parents’ satisfaction with:
-Overall care arrangements
-Paid caregivers
-Child’s quality of life

Does not increase child’s disability-related
-Health problems
-Occurrence of adverse events

to our analysis.

PCS = Personal care services; includes help with personal care, routine health care, doing things
around the house, and transportation.

a. Of numerous baseline characteristics likely to affect service use and care quality, this one is central

® We considered a subgroup analysis in which children were grouped by the diagnoses underlying their

developmental disability. However, the only available data on diagnoses were those on Medicaid claims. During the

year before enrollment, fewer than half the children in our sample had claims that captured one of the covered

diagnoses. Roughly another third had claims for multiple diagnoses. Because these children would be classified as
having two or more of the five covered conditions, it would be impossible to define mutually exclusive subgroups.




METHODS

Data Collection and Sample

Data for this analysis were drawn primarily from two computer-assisted telephone
surveys of children's parents. As noted, between June 2000 and August 2001, one
parent of each child who enrolled in the demonstration (n = 1,002) completed a baseline
interview, and then each child was randomly assigned to the treatment or control
group.” About nine months later, we attempted a follow-up interview with the same
parents. (We interviewed a child's other parent, if necessary.) Nine-month interviews
were completed by 859 parents, 441 in the treatment group and 418 in the control
group, yielding response rates of 88 and 84 percent, respectively.® To preserve the
groups' comparability and obtain a complete picture of program experiences, we
attempted to conduct nine-month interviews even if children were deceased or if those
in the treatment group had disenrolled from CDC.

Control Variables and Outcome Measures

Both the baseline and the nine-month survey instruments used established
measures and pre-tested questions.

Control Variables. For reasons described below, we used multivariate regression
models to estimate the effects of the CDC program. We constructed the models' control
variables from parents' responses to the baseline interview and from preenroliment
program records. These variables include demographic characteristics of children
and/or their parents, children's health and functioning and prior use of PCS, parents'
reasons for enrolling their child in the demonstration, and parents' work and supervisory
experience. The models also control for baseline measures of several of the service use
and quality outcomes that we measured at followup. (Table B.1 lists all control
variables, with treatment and control group means.)

" As a rule, we conducted baseline interviews with the first parent who came to the telephone and agreed to speak
with us. The interview solicited the opinions of that parent, even if another parent also was involved in the child's
care. If a parent was not available for an interview within seven days of our first attempted contact, we asked to
interview a knowledgeable proxy respondent, such as another relative of the sample member. Non-parent proxies
completed one baseline and two follow-up interviews. In these cases, we asked the proxy about the satisfaction of
both parents (if applicable). If the proxy also was a paid caregiver, we did not ask him or her to assess parents'
satisfaction with the child's paid care. We describe our survey methods in more detail in a companion analysis by
Carlson and Phillips (2003).

® The response rates equal the number of respondents who completed interviews divided by the number who were
eligible to be interviewed. Eleven percent of the eligible nonrespondents refused to be interviewed. The others could
not be reached despite numerous attempts, at different times of day, over a one-month period. They also did not call
MPR's toll-free telephone number to be interviewed at their convenience.
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Outcome Measures. Our analysis includes objective and subjective outcome
measures. To measure service use, we asked parents factual questions about the types
and amounts of PCS their child received, and about their purchases of supplies,
equipment, and home and vehicle modifications. We also asked factual questions about
disability-related adverse events and health problems the child might have experienced.
To measure other components of care quality, we asked about parents' perceptions and
opinions regarding: (1) satisfaction with their child's care, (2) the child's unmet needs for
PCS and care supplies, (3) the child's quality of life, (4) the child's general health status,
(5) whether parents felt knowledgeable about caring for the child, and (6) how much
difficulty the child had performing the activities of daily living.

Our outcome measures focus on children's PCS, even though Florida's CDC
program also "cashed out" other types of supportive services. Our focus on PCS arose
from interviewing considerations and